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ABSTRACT
The aim of this qualitative study was to explore young and midlife stroke survivors’ experiences with the
health services and to identify long-term follow-up needs. Sixteen participants from two cohorts were
interviewed in-depth. The interviews were analyzed applying a hermeneuticYphenomenological analysis.
The participants struggled to gain access to follow-up health services. They felt that whether they were
systematically followed up was more coincidental than planned. Young and midlife stroke survivors thus
appear vulnerable to falling outside the follow-up system. Those participants who received some follow-up
care perceived it as untailored to their specific needs. To be considered supportive, the follow-up programs
must be in line with their long-term needs, take into account their particular challenges as young and
midlife stroke survivors, and be planned in close collaboration with the individual patient. To secure
systematic and follow-up health services tailored to the individual, knowledgeable and committed
healthcare professionals should play a prominent role within the community health services.
Keywords: experiences, follow-up needs, health services, hermeneuticYphenomenological analysis, long-term,
midlife, psychosocial, rehabilitation, stroke survivors, young
T he mortality rates among young and midlifestroke survivors are lower than among elderlystroke survivors; thus, young and midlife sur-
vivors live longer with the consequences of the stroke
(Naess, Tatlisumak, & Ko˜rv, 2011). Because the psy-
chosocial challenges endure for years (Kouwenhoven,
Kirkevold, Engedal, Biong, & Kim, 2011; Martinsen,
Kirkevold,&Sveen, 2012; Sta˚lnacke, 2007), living with
a stroke over the long-term necessitates reconciliation
with the new life (Jumisko, Lexell, & So¨derberg, 2009).
The comprehensive physical and psychosocial con-
sequences of a stroke require an extended follow-up
(Robison et al., 2009; White et al., 2012). Stroke sur-
vivors thus frequently require community health services
after discharge from specialized, hospital-based rehabil-
itation services (Ministry of Health and Care Services,
2011), suggesting a need for establishing relationships
between stroke survivors and healthcare professionals
during rehabilitation (Alve et al., 2012).
In line with the international guidelines (Adams et al.,
2007), the Norwegian guidelines for the treatment and
rehabilitation of stroke emphasize an early, flexible,
person-centered rehabilitation to gain physical, psycholog-
ical, social, and occupational independence (Indredavik,
Salvesen, N&ss, & Thorsvik, 2010). The guidelines do
not specifically address the needs of young and midlife
stroke survivors or the need for psychosocial rehabil-
itation but recommend provision of information and
supportive conversations as topics of importance.
Shortcomings have been found in the follow-up needs
of young and midlife stroke survivors during their reha-
bilitation. Differences have been identified between the
rehabilitation goals of the stroke survivors themselves
and those of the health professionals. Whereas health
professionals tend to emphasize biomedical problems,
the stroke survivors themselves tend to focus on both
biomedical and psychosocial issues during their reha-
bilitation (Alasewski, Alasewski, & Potter, 2004; Bendz,
2003; Medin, Barajas, & Ekberg, 2006; White, Magin,
& Pollack, 2009).
Topics that have been insufficiently focused are in-
formation about the stroke and the consequences of
living with a stroke (Low, Kersen, Ashburn, George, &
McLellan, 2003; Ro¨ding, Lindstro¨m, Malm, & O¨hman,
2003; White et al., 2009). Ro¨ding et al. (2003) found
that younger stroke survivors felt invisible and over-
looked in their situations as stroke survivors. Challenges
related to family life and the return to work have also
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been identified as topics of importance to younger
stroke survivors (Gilworth, Phil, Cert, Sansam, &
Kent, 2009; Kitzmu¨ller, Asplund, & Ha¨ggstro¨m, 2012;
Martinsen et al., 2012; Medin et al., 2006). The short-
comings appear to be especially prominent during tran-
sitions between health service institutions (Cameron,
Tsoi, & Marsella, 2008; Hickey, Horgan, O’Neill,
& McGee, 2012; Leith, Phillips, & Sample, 2004;
Salisbury, Wilkie, Bulley, & Shiels, 2010; White et al.,
2009). To the best of our knowledge, young and mid-
life stroke survivors’ specific long-term needs and
how they are addressed by the health services have
received little attention thus far.
Aim
The aim of this study was to explore young and mid-
life stroke survivors’ experiences with the health ser-
vices and to identify their long-term follow-up needs.
In this study, young and midlife stroke survivors are
defined as stroke survivors between the ages of 18 and
67 years.
Methods
This qualitative study applied a hermeneuticY
phenomenological approach.
Sampling Procedure
The study was performed in Norway. A purposive, max-
imum variation sampling procedure was used, and
16 stroke survivors were included.
Eight of the study participants were recruited from a
previous feasibility study that ended 1 year before this
current study. The overall aim of the intervention study
was to promote psychosocial well-being after stroke. The
intervention was composed of eight dialogues with pa-
tients during the first 6 months after stroke. The psy-
chosocial intervention supplemented ‘‘usual care’’ in the
specialist and community health services. The findings
from the initial study are reported elsewhere (Kirkevold,
Martinsen, Bronken, & Kvigne, 2014). At the time of
this study, the patients had lived with the stroke for
approximately 1.5 years.
The other eight study participants had provided an
in-depth interview 1 year before participating in this cur-
rent study. These participants had received usual care
in the specialist and community health services after
their stroke. Because of challenges in identifying stroke
survivors after discharge from hospital, the study par-
ticipants in this study were recruited by placing a notice
on theWeb site of the National Stroke Foundation. The
participants in this group were individuals who had ex-
perienced living with stroke from 2 to 10 years after the
stroke and thus represented experienced stroke survivors
over the longer term, giving us a possibility to attain a
variety of the long-term experiences after a stroke.
In the current study, we aspired to include study
participants with a variation in age, gender, and time
since stroke onset. We judged that our study partic-
ipants provided rich insights about their experienced
follow-up needs over time after the stroke. The rationale
for including patients who had participated in the inter-
vention studywas an expectation that theywould provide
insights into the follow-up needs up to 1.5 years after
stroke. The patients who did not participate in the inter-
ventionwere expected to highlight the specific follow-up
needs over a time span of 2Y10 years after stroke. Be-
cause of their varied and long-term experiences, the par-
ticipants were considered experts on how the challenges
of living with stroke had been addressed by the health
services. Thus, theywere in a unique position to provide
input regarding actions that may be necessary to address
stroke survivors’ long-term needs. In addition, we as-
sumed that data from these two diverse groups would
enable a qualitative comparison of whether participa-
tion in a dialogue-based intervention shortly after stroke
onset could promote psychosocial well-being during
the follow-up period and reduce the need for long-term
follow-up.
Presentation of the Participants
All sixteen participants (11 men and 5 women), who
were aged between 21 and 67 years (mean = 48 years)
at the time of the interview, consented to continuing in-
clusion at the time of the preceding interview. Thus, all
participants were contacted by telephone 1 year later.
The participants, who lived in rural or urban areas
of southern Norway, were diagnosed with an occlu-
sion or hemorrhage of an artery in their left or right
brain hemisphere. The consequences of their strokes
varied from severe to moderate effects at the time of
stroke. All participants lived at home before the stroke
onset, and all but one lived at home when the current
study was conducted. Twelve of the participants were
employed part time or full time before the stroke onset,
two were students, one was unemployed, and one
was retired. At the time of the current interviews
(1.5Y10 years after stroke onset), five were employed
In this qualitative study, these
Norwegian researchers explore the
experiences of young and midlife
stroke survivors as they navigate
health services and identify their
long-term follow-up needs.
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full time or part time, one had recommenced studies,
one was unemployed, six were on security benefits,
and three were retired (for further details, see Table 1).
Data Collection
The initial interviews with each participant were tran-
scribed, read, and analyzed before the follow-up in-
terviews to prepare a topical interview guide based on
items from the first interview. However, as a point of
departure, the participants were encouraged to provide an
open narration on their experiences of living with stroke
during the preceding year. During the interviews, the
participants were encouraged to provide in-depth narra-
tions. When necessary, participants were probed to de-
scribe their experiences with the health services and to
uncover their follow-up needs during their rehabilitation.
All interviews were conducted by the first author
during the period from December 2008 to April 2011
and lasted between 35 and 84 minutes. Eight of the
interviews were conducted in the participants’ homes,
six in a ‘‘learning and mastery center,’’ one in a nurs-
ing home, and one in the participant’s place of work.
Analysis
All interviews were tape-recorded and transcribed
verbatim.
A hermeneuticYphenomenological analysis composed
of threemain interpretative stepswas conducted (Lindseth
&Norberg, 2004; Riclur, 1976). Initially, all texts were
read to develop an overall ‘‘naive’’ understanding of
the study participants’ expressions of how they viewed
life during the preceding year. Our previous analyses
had shown us that, at the end of the intervention, the
participants in the intervention study had expressed that
the intervention had supported them through a difficult
period and had provided support during their attempts
to cope with the situation. The stroke survivors reported
that the intervention provided the opportunity to tell and
create their personal stories (Kirkevold, Martinsen,
Bronken, & Kvigne, 2014). In this light, we expected
to find a difference in how the two cohorts summarized
their follow-up experiences and needs after stroke. Du-
ring the initial analysis, we investigated this working
hypothesis. We did find some differences in how they
described their subjective well-being at the time of the
second interview (1 year after the intervention for the
intervention group); a greater number of intervention
participants described their well-being in positive terms
compared with participants who had received usual
care. Nevertheless, in general, their descriptions of their
relations with and follow-up from the health services did
not differ substantially. Rather, the experiences of the two
cohorts were found to be very similar.
During the next step, the structural analysis, the two
cohorts were therefore merged and analyzed as one
sample. The specific experiences revealed through the
structural analysis were divided into meaning units,
subthemes and twomain themes. During the third step,
the critical analysis, we compared and contrasted the
initial subthemes and themes in light of the research
literature and the original narratives. This led to a com-
prehensive understanding of the stroke survivors’ long-
term needs. This step ended when consensus was
achieved within the researchgroup (Lindseth & Norberg,
2004; Riclur, 1976).
Ethical Considerations
When the participants were contacted, information on
the study was repeated. The participants were assured
that any information provided was confidential and that
they couldwithdraw from the study at any timewithout
consequences, as stated in theHelsinkiDeclaration (World
Medical Association, 2008). In line with these ethical
requirements, additional verbal consent was obtained
(Usher & Arthur, 1998). Appointments were made de-
tailing the time and place of the interviews. Finally, the
participants signed a written consent form before the
interviews. This project was approved by the Regional
Medical Ethics Committee (Project No. 2.2007.37) and
the Social Science Data Service in Norway (Project No.
16369).
Findings
Four of the study participants from the intervention
study described their lives as satisfactory, whereas the
other four stated that theywere less satisfied with their
lives at 1 year after the intervention had ended. Three
of the eight participants who did not participate in the
intervention study but who had received usual care
after stroke stated that their lives were satisfactory
during the 2Y10 years after the stroke. The remaining
five participants stated that their lives were better than
1 year ago but that they remained unsatisfied.
The stroke survivors struggled to understand their
own life and situation although they had lived with
the effects of stroke for periods ranging from 1.5 to
10 years. During the analysis, it became obvious that
difficulties accessing the health services and a lack of
tailored follow-up services increased their struggles
by limiting their opportunities to address questions
about their own life after the stroke, talk about their
individual needs, and discuss health-related concerns.
The opportunity to establish a relationshipwith a ‘‘helper’’
to enable them to voice their experiences and concerns
on living with the consequences of stroke was stated as
essential. The two primary themes are described below.
Difficulties Accessing Health Services
This theme includes the participants’ statements on their
struggle to find methods to contact the health service
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system to obtain support to better manage their lives
after a stroke.Delayed access led to experiences of ‘‘being
left in the lurch’’ in their struggles.
Some stated that they waited for a follow-up call
from the health services but that the call never came.
Havingwaited in vain for long periods, some contacted
the health services by telephone after 1Y2 years and
asked whether they could obtain a checkup, which was
often received in a positivemanner. Theywanted a health
check because of worries about and uncertainty regard-
ing their physical condition. Some had obtainedmedical
information from the Internet and had the impression
that their bodies should be checked by a brain scan or
assessed by a neuropsychologist, a physiotherapist, an
occupational therapist, or a general practitioner. One
of the men, who was aged 39 years and who did not
participate in the intervention study, stated the following
at 5.5 years after stroke onset:
[I] heard at the hospital and found a document
about stroke [on Internet] that suggested a [brain
scan] once a year during the following five years to
check [if the brain] was [normal]. But that’s
probably for the elderly. I haven’t been offered this,
so I’ve asked about it. I haven’t heard anything.
The study participants who did not receive an ex-
pected follow-up appointment with the health service
questioned the quality of the follow-up services. Their
need for contact with a follow-up system was high-
lighted. They stated that this follow-up would ensure
that they did not feel left alone or that they only had
coincidental encounters with professionals:
I’m wondering how I’m going to get in touch to
get some help. [I] Because I want to talk with
a doctor specialised in epileptic disease. And
it’s a pity, I feel I am a rather well-informed patient
but I haven’t managed to get in contact with
those making decisions, those who know, so I can
ask directly: what is it about? That’s troublesome
(man, forty-four, intervention study participant,
one and a half years after stroke).
One of the women, who was 67 years old and who
participated in the intervention study, spoke about her
difficult life 1.5 years after stroke. She stated that she
felt no joy in her daily life. She felt tired, ‘‘empty,’’ and
alone and lacked the will to get up in the mornings to
face her boring and unbearable life. The health services
paid attention to her physical condition but not to her
psychological well-being, which resulted in despair.
She missed a professional who could listen to her,
help her express her problems, and find solutions to
persevere:
It’s foolish things I’m going through just now. I
think the health services, the GP examines my
blood pressure and such. [I] Everybody is
concerned about my physiotherapy, checking my
arms and legs, but who is checking what’s
going wrong in my head? [I] I feel afraid when
waking up in the mornings and I don’t want
to get up.
One of the men, 33 years old, was offered the op-
portunity to attend a peer group at 2.5 years after stroke.
He was surprised to receive this offer so long after the
stroke but wanted to attend the group. He wanted to
talk about and obtain ideas on how to manage life with
stroke as a busy father and employee with others. He
questioned why it took all that time to obtain access to
this group:
I thought I was going to attend [a rehabilitation
stay]. [I] But it was only an examination,
not any intervention. [I] But that doesn’t help
me much [I] I want to progress. But that is just
up to me. It makes me upset and frustrated that
receiving sufficient information and managing
my situation is just up to myself. [I] I think it’s
okay to hear others’ stories and narrations [I]
I think that’s great. But why did [this offer] not
come until now? (nonintervention participant
at 2.5 years after stroke).
The informants also expressed frustration on the lack
of contact with the social security system. Many spoke
of their lack of having a designated coordinator or their
frustration at the lack of understanding of the challenges
after a stroke among health professionals. They ques-
tioned the competence of the health service practitioners
to some extent and also their willingness and ability to
offer relevant support to address the patients’ concerns.
Lack of Tailored Follow-Up Services
This theme summarizes the stroke survivors’ expres-
sions on the lack of being followed up as individuals.
Although Norwegian legislation stipulates that all citi-
zens in need of long-term complex follow-up health
services receive a coordinated service guided by a des-
ignated coordinator, only one of the participants in this
study had an individual plan, that is, a personal docu-
ment drawn up to outline individual objectives, re-
sources, and required health services to those in need
of long-term coordinated health services. Some were
aware of this tool and underlined that a systematic
follow-up service was lacking. Awoman aged 39 years
who had not participated in the intervention study said
at 5 years after stroke:
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The follow-up should have been better and more
frequent [I] I would have felt calmer, been
helped and supervised [if followed up more closely].
The youngest participant was offered an individual
plan and a personal coordinator at 1 year after her stroke.
However, the expected regular meetings with her des-
ignated coordinator disappointed her. Some regularmeet-
ings did not occur, and when they did, her coordinator
did not address her personal questions or did not seek
other professionals who were qualified to answer her
questions. At 2 years after stroke, she said:
We didn’t meet the last time. That was a long time
ago. [I] But I still have my coordinator [I]
who is supposed to helpme if I’mwondering about
something. She helps me with phone calls and
such [I] but if you ask me, it doesn’t work! [I]
She forgets to call. [I] She does not have much
knowledge, so she doesn’t offer me much help.
If I send her an e-mail, she needs weeks to answer
and then it is [wasted] (woman, 21 years old,
nonintervention participant).
Several of the study participants worried that their
lives would ‘‘come to nothing.’’ They had found that
the consequences of the stroke threatened their return
to a normal social and work life. The inner thoughts on
these intangible topics were expressed as difficult to man-
age and influenced their motivation to continue with life.
The participants wished to contact professionals inter-
ested in helping them deal with these distressing thoughts:
I’m trying to work through these unhappy, ‘‘be
sorry’’ periods [I] It’s about [I] the general life.
I miss someone that [I] can have a serious
conversation [with] about that (woman, 56 years old,
nonintervention participant at 3.5 years after stroke).
The perception that the healthcare professionals did
not take the participants’ emotions into account made
the stroke survivors question the willingness and ability
of the professionals to offer relevant support. The stroke
survivors were unsure what to expect from the health
services but expressed a need for assistance to provide
direction in their lives when they were unable to find
solutions by themselves. Using different words, they
questionedwhy they should continuewith rehabilitation
when recovery did not occur. They lacked information
on why it was necessary to continue and stated that they
were unable to contact someone who could motivate
them. One of the study participants, who did not find
the follow-up particularly helpful but experienced the
encounter with one of the health professionals helpful,
explained:
I think it should have been someone experienced,
knowing stroke patients, [I] someone with
expert knowledge, not only able to listen. [I]
I found it [motivated me]. I think that is important
to be able to go on. [I] It was due to her [the
health professional] manner that we became mates,
and not only a therapist and a patient (man,
51 years old, nonintervention participant
at 4.5 years after stroke).
During the interviews, the participants highlighted
their experiences with a follow-up system that was not
tailored to their specific needs as young and midlife
stroke survivors. They highlighted that their age and
specific life situation should be taken into account when
offering a rehabilitation service. The youngest study par-
ticipants spoke of the challenges of attending rehabili-
tation together with older individuals not because of their
age but rather because of their differences in interests and
daily-life concerns:
I liked that rehabilitation centre because of its
youthful environment. [Then] you don’t feel like
a patient. It’s more like a training camp, going
out in the evenings, eating and so on. That’s nice.
[I] At [another rehabilitation centre] where all
patients had strokes [I], it was only me and the
eighty-year-old men. [I] It was not fun to stay
there! [I] I feel that I have more in common
with others although they are not exactly at my
age. [When they were] somewhere between
twenty and forty, I had more in common with
them although they had other diagnoses (woman,
21 years old, nonintervention participant at
2 years after stroke).
The participants also highlighted that the follow-up
system had to be flexible and had to be adjusted to their
total life situation. Some had minors at home, and the
changing needs and activities of their children were dif-
ficult to reconcilewith a strict and inflexible rehabilitation
service. Others were students and had to meet study
obligations. It was therefore critical that the follow-up
be adjusted to their daily life to enable them to meet their
other obligations to family life, student life, andwork life:
I think it’s difficult to deal with [rehabilitation
services]. [I] Life changes from week to week.
[I] And now she [the wife] has started to work,
twenty per cent. Then I can’t tell her, that she
should not [go to work] because I’m going to my
follow-up. [I] So [the follow-up system] has to
be flexible, if it’s going to work (man, 44 years old,
intervention study participant at 1.5 years
after stroke).
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Anonflexible, general follow-up service was termed
frustrating and demotivating.One of the females, 56 years
old, spoke about two rehabilitation stays that she was
offered. She had not carried through because her aphasia
had not been considered. Her stays in the rehabilitation
units did not meet her expectations of support for her
communication challenges. She was afraid to express
herself, but because both rehabilitation institutions had
lacked speech therapists, her stays were unhelpful in de-
veloping her communication skills. Consequently, she
interrupted both stays andwent home earlier than planned:
One and a half weeks [two times]. [I] I think
it was only confusing [I]. It did not help. It was
during summer holidays so they lacked people.
[I] I think I could have learned to talk more by
staying at home talking with my husband. [I]
Because I did not talk much there [during the
rehabilitation stay]. They [the personnel]
were only complaining that they didn’t have people
[i.e., speech therapists] (intervention study
participant at 1.5 years after stroke).
Discussion
The participants in this study included two different co-
horts; half had participated in a dialogue-based psycho-
social intervention during the first 6 months after stroke
in addition to usual care, and the other half had received
usual care only. The participants had lived with the con-
sequences of stroke for between 1.5 and 10 years. To-
gether, their experiences shed light on young andmidlife
stroke survivors’ encounters with the health services and
their unique follow-up needs. Thus, the findings presented
here provide knowledge that may assist in evaluating and
developing interventions tailored to the follow-up needs
of this subgroup of stroke survivors.
The stroke survivors’ perception was that they had
more or less been left in the lurch. We found it interest-
ing that this experience appeared to be independent of
the length of time since the stroke. Those who had lived
with the consequences of stroke for many years de-
scribed their follow-up care as very limited. However,
even the stroke survivors who had experienced stroke
more recently, that is, at 1.5 years before the interview,
expressed similar experiences. Nevertheless, several of
the stroke survivors who had participated in the psycho-
social intervention described their lives as satisfactory
when interviewed at 1.5 years after their stroke despite
the fact that they had lived with the consequences of the
stroke for a shorter period and thus had had less time to
adjust to the new life situation. This may suggest that
participating in the interventionmay have provided some
assistance in adapting to the new situation, although it
was clearly not sufficient to address all the participants’
follow-upneeds.After the intervention ended, at 6months
after the stroke, the participants’ experiences of a limited
and fragmented follow-up service made the gap be-
tween needs and actual services delivered very obvious.
Irrespective of cohort, these findings highlight that stroke
recovery is protracted and that shortcomings exist in
follow-up of young and midlife stroke survivors, which
is consistent with previous studies (Ro¨ding et al., 2003;
Salisbury et al., 2010).
The difficulties in accessing health services led to
several unaddressed physical, psychological, and social
needs and challenges after the stroke. The stroke sur-
vivors’ insecurities and anxieties related to their physical
symptoms influenced their psychological well-being.
Worrying about both the possibility of physical deteri-
oration or experiencing a new stroke and the conse-
quences of the original stroke, which could lead to their
lives ‘‘coming to nothing,’’ appeared to influence the
participants’ well-being negatively. The findings in this
study suggest that access to psychosocial support is per-
ceived as limited among young and midlife stroke sur-
vivors. Follow-up services should therefore be intensified
and adjusted to individual patient needs to be helpful.
The occasional and fragmented follow-ups expe-
rienced by the participants in this studymake the stroke
survivors vulnerable to falling outside the system, es-
pecially those participants who were able to engage in
independent daily activities. The challenges in accessing
psychosocial support have also been reported elsewhere
(Leith et al., 2004; Robison et al., 2009). Knowing that
the psychosocial consequences of a stroke restrain daily
living (Eriksson, Tham, & Borg, 2006; Ro¨ding et al.,
2003), it is ethically indefensible to disregard the need
for psychosocial support in younger and middle-aged
stroke survivors. Working-aged stroke survivors face
substantial challenges in meeting family and work obli-
gations. Being unable to support children as well as the
family has been found to be a challenge that influences
well-being (Kitzmu¨ller et al., 2012; Martinsen et al.,
2012).
Among the participants in this study, a minority had
returned to work or studies. Being unable to return to
work also influences well-being (Gilworth et al., 2009;
Vestling, Tufvesson, & Iwarsson, 2003). Family and
work issues in younger andmiddle-aged stroke survivors
should be addressed by follow-up services to prevent
marginalization in family and work life. Offering psy-
chosocial support may prevent common challenges,
such as anxiety, depression, and social isolation (Gurr
& Muelenz, 2011; Kouwenhoven et al., 2011), and it
may prevent long-lasting psychosocial struggles, dis-
ability, and unemployment. It may also lead to reduced
individual and community costs because more stroke
survivors may be able to resume work and family
responsibilities.
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To have a say in one’s own life appears critical for
reentering daily life. However, the stroke survivors in
this study experienced limited opportunities to play an
active role in and influence the type of follow-up ser-
vices that they received. Empowering individuals to
assume an active role in their lives is a core premise in
patient-centered rehabilitation care (Peoples, Satink, &
Steultjens, 2011). Offering a follow-upwhere challenges
and needs are listened to and responded to could con-
tribute positively to strengthening the role of the patient
(Ministry of Health and Care Services, 2009). To be
successful, such follow-up care must acknowledge that
stroke survivors are unique individuals with individual
needs (Alve et al., 2012).
Some of the stroke survivors in this study questioned
the quality and competence of their healthcare profes-
sionals. Although all Norwegian patients in need of
coordinated care have the right to an individual plan
(Ministry of Health and Care Services, 2009; Norwegian
Directorate of Health, 2010), either it was not offered
or it was considered to be unhelpful. The challenges of
this tool have also been reported elsewhere (Alve et al.,
2012; Slettebø et al., 2012).
Many of the stroke survivors in this study highlighted
the challenge of moving from illness toward health and
well-being and expressed a need to meet experienced
and knowledgeable ‘‘helpers’’ to discuss their changed
lives after stroke. A follow-up service that attends to
the human beings’ life worlds and that addresses the
ambiguities of patient existence, consistent with a phe-
nomenological approach (Dahlberg, Todres, & Galvin,
2009), could be beneficial. Collaboration between stroke
survivors and healthcare professionalswith the necessary
skills to provide holistic care is necessary to initiate dia-
logues with these young and midlife stroke survivors on
their daily life needs and challenges.
Limitations
Although varied, the experiences of our participants
do not necessarily represent the general population of
young andmidlife stroke survivors. Althoughwe sought
to recruit widely among young and midlife stroke sur-
vivors, there is a chance that stroke survivors who felt a
stronger need for psychosocial follow-up were more
prone to consent to the study (although we had few re-
fusals to participate). Consequently, conclusions should
be drawn with caution. Nevertheless, the participants’
rich and varied descriptions provided opportunities to
address our research aim and highlighted important chal-
lenges in this subpopulation. Representative quotes from
in-depth interviews provide specific examples and help
increase the fidelity of our interpretations. Validation of
the findings was sought throughout the analysis process
via continual and open discussions among the researchers
(researcher triangulation).
The merging of the two cohorts gives rise to some
methodological limitations and reflections. The stroke
survivors participating in the intervention were equal
in terms of time since stroke onset, whereas the time
range between stroke onset and the interview varied in
the group receiving usual care only. This made direct
comparison impossible. Nevertheless, seen together, the
two groups gave us valuable insights about the long-term
experiences from 1.5 to 10 years after a stroke.
During the interviews, some of the participants ex-
pressed themselves in ways that may be interpreted as
having clinical depressive symptoms. We did not for-
mally screen for mood changes. Rather, the characteris-
tics of the study participantswere based on self-reporting.
According to their self-reports, five took antidepressants,
which support the interpretation that some participants
had depressedmood. An objective assessment of mood
status, applying an appropriate standardized measure,
would have strengthened the study.
This study was conducted within a Norwegian con-
text. However, we believe that the findings are trans-
ferable to some other Western contexts because the
Norwegian health services have many similarities to
other Western countries. Despite the limitations, we be-
lieve that our findings provide insights that may guide
the development of relevant psychosocial interventions.
Conclusion
Young and midlife stroke survivors struggled to gain
access to follow-up health services. They felt that whether
they were systematically followed up was more coinci-
dental than planned. Young andmidlife stroke survivors
thus appear vulnerable to falling outside the follow-up
system. Those participantswho received some follow-up
care perceived it as untailored to their specific needs.
To be considered supportive, the follow-up programs
must be in line with the long-term needs of the stroke
survivors, take into account their particular challenges
as young and midlife stroke survivors, and be planned
in close collaboration with the stroke survivor. Further-
more, helpers must take the stroke survivors’ own ex-
periences and perspectives into account and support
their motivation to continuewith life via individualized
and knowledge-based support and encouragement.
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